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Commitment!  7-1-77  and  Progress!  6-30-78 


| The  Gails  The  ultimate  goal  of  the  National  Retinitis  Pigmentosa 
Foundation  is  to  bring  about  an  understanding  of  the  causes  of 
retinal  degenerative  diseases  and  through  this  understanding  to 
stimulate  the  development  of  a treatment  and  a cure  for  these 
blinding  diseases.  At  the  same  time,  we  are  committed  to  making 
better  the  lives  of  those  persons  already  affected  by  this  group 
of  heritable,  blinding  disorders.  To  achieve  our  goals,  we  must 
continue  to:  | Make  known  the  urgency  of  our  programs  through 
(a)  an  extensive  public  educational  effort;  (b)  an  expanded  chapter 
organization  nationally,  along  with  affiliated  organizations  abroad, 
representing  an  ever-increasing  number  of  dedicated  volunteers; 
and  (c)  a continued  effort  to  include  in  our  registry  as  many 
families  as  possible  who  have  one  or  more  members  af- 
fected by  retinitis  pigmentosa  or  another  retinal  degenera- 
tion. | Broaden  and  strengthen  the  scope  of  scientific  inquiry  by: 
(a)  expanding  our  privately  supported  research  program  under  the 
direction  of  our  National  Scientific  Advisory  Board;  and  (b) 
coordinating  our  efforts  with  other  related  research  going  on 
elsewhere,  both  nationally  and  internationally.  \ Expand  our  ability' 
to  fund  research  by  the  recruitment  of  a broad  range  of  funding 
sources  including  individuals,  corporations  and  foundations. 


The  National  Retinitis  Pigmentosa  Foundation 
sponsors  research  toward  the  scientific  under- 
standing prerequisite  to  the  treatment  and 
prevention  of  the  following  conditions: 


RETINITIS  PIGMENTOSA 

Classified  by  inheritance  as: 

Autosomal  dominant 
Autosomal  recessive 
X-linked 

Or  associated  with  other  abnormalities: 

Abetalipoproteinemia  (Bassen-Kornzweig  disease) 
The  mucopolysaccharidoses 
Refsum’s  disease 
Usher’s  syndrome 

Laurence-Moon  and  Bardet-Biedl  syndromes 
Cerebro-retinal  degenerations  (Batten’s  disease) 

ALLIED  RETINAL  CONDITIONS 

Including: 

Gyrate  atrophy 
Choroideremia 
Congenital  achromatopsia 
Stationary  night  blindness 
Cone  and  cone-rod  degenerations 
Albipunctate  dystrophy 

MACULAR  DEGENERATION 

Classified  by  age  of  onset  and  appearance  as: 

Juvenile  macular  degeneration 
Senile  macular  degeneration 
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The  National  RP  Foundation  is 
committed  to  fighting  retinal  degen- 
erative diseases.  The  Foundation 
consists  of  a nationwide  network  of 
forty-four  chapters,  fifteen  Volun- 
teer Information  Resource  Centers 
and  a National  Headquarters  group 
in  Baltimore,  representing  a family 
of  more  than  20,000  volunteers 
throughout  the  nation.  The  skills, 
enthusiasm,  and  hard  work  of  these 
people  have  made  it  possible  for  us 
to  undertake  a comprehensive  pro- 
gram of  research,  education,  and 
human  services. 

Let  us  look  at  the  commitments  be- 
fore us  a year  ago  and  outline  our 
progress  toward  their  fulfillment. 

Vigorously  pursue  new  direc- 
tions in  research: 

■ Funds  committed  to 
three  additional  research 
centers. 

■ Began  studies  of  tissue 
culture  of  retinal  pig- 
ment epithelial  cells. 

■ Usher’s  syndrome  re- 
search program  begun. 

Establish  programs  to  meet 
human  service  needs  of  those 
with  hereditary  retinal  degen- 
erations and  their  families: 

■ Pilot  program,  initiated 
in  Baltimore  is  a success. 
It  will  now  be  expanded 
to  other  cities. 

■ Educational  materials 
are  being  designed  to 
help  answer  questions 
from  a broader  audience. 

Distribute  the  ITT  Night  Vision 
Aid  to  more  people  and  in- 
crease the  number  of  screen- 
ing centers: 

■ Three  additional  screen- 
ing centers  were  started. 

■ 50%  increase  in  the 
number  of  Night  Vision 
Aids  distributed. 


Broaden  our  national  and  in- 
ternational network  of  volun- 
teers and  chapters  and  respond 
as  fully  as  possible  to  the  needs 
of  those  with  retinal 
degenerations: 

■ Chapter  volunteers  in- 
creased 10%,  to  a total 
of  22,000. 

■ Chapter  affiliates  in- 
creased to  forty-four 
from  forty-two. 

■ Countries  with  organized 
RP  Foundations  in- 
creased to  ten.  These 
Foundations  met  in  June 
in  London,  England  to 
establish  the  Interna- 
tional RP  Association. 

Its  major  purpose  is  to 
coordinate  research  on 
an  international  level. 

Increase  public  awareness  to 
inform,  interest  and  involve 
many  more  people  in  our 
work: 

■ Numerous  articles  in 
magazines  and  news- 
papers brought  the 
message  about  retinal 
degenerative  diseases 
into  over  seventy  million 
American  homes  during 
the  year. 

■ Many  chapters  stepped 
up  their  public  aware- 
ness efforts  through  pro- 
grams, posters,  distribu- 
tion of  literature, 
participation  in  health 
fairs  and  increased  use 
of  various  media. 

■ New  TV  public  aware- 
ness spots  featuring 
Charlton  Heston,  Ben 
Gazzara,  Reggie  Jack- 
son  and  Ken  Stabler 
were  distributed. 

■ We  met  the  standards  of 
the  Advertising  Council, 
Inc.,  the  National  In- 


formation  Bureau  and 
the  eligibility  criteria  of 
the  U.S.  Civil  Service 
Commission  for  parti- 
cipation in  its  Combined 
Federal  Campaign. 

Expand  our  resources  to  meet 
new  challenges  without  delay: 

■ We  raised  $940,761 
this  fiscal  year,  the  high- 
est ever  achieved  and  a 
21%  increase  over  last 
year’s  audited  gross  in- 
come of  $778,065. 

■ Administrative  expenses 
directly  related  to  raising 
these  funds  were  only 
12.7%  of  the  total  funds 
raised  this  year. 

■ We  are  proud  of  these 
figures  and  the  signi- 
ficant progress  and  addi- 
tional opportunities  they 
represent. 

We  are  pleased  to  welcome  six 
new  Board  members: 

Helen  Bunkin,  July  1977 
Birmingham,  Alabama 
William  J.  Chatlos,  March  1978 
Longwood,  Florida 
Steward  Flaschen,  Ph.D. 

March  1978 
New  York,  New  York 
Helen  Harris,  July  1977 
Woodland  Hills,  California 
Louis  Kearn,  July  1977 
Burlingame,  California 
Luther  Robinson  M.D.,Fall  of  1978 
Washington,  D.C. 

With  considerable  regret,  we  ac- 
cepted Mr.  Louis  Kearn’s  and 
Dr.  Luther  Robinson’s  resignations, 
for  personal  reasons,  as  Trustees. 

We  have  made  ambitious  commit- 
ments for  the  current  year:  ( 1 ) To 
fund  a fifth  research  center; (2)  To 
provide  the  opportunity  for  young 
researchers  to  enter  the  field  of 
retinal  degenerations  by  granting 


Career  Development  Awards;(3)To 
expand  human  services  through  the 
development  of  local  Information 
and  Referral  Centers,  self-help  pro- 
grams and  professional  education 
workshops;(4)  To  reach  more 
people  by  establishing  more  chap- 
ters; (5)  To  increase  the  public’s 
understanding  of  these  diseases  by 
launching  a major  public  awareness 
campaign  headed  by  Ben  Gazzara, 
National  Honorary  Chairman  and 
(6)  To  increase  income  by  7%  to 
support  more  Research  and  Human 
Service  Programs. 

This  last  year  was  truly  one  of  meet- 
ing many  of  our  commitments  to 
the  hundreds  of  thousands  of 
Americans  affected  by  retinal  de- 
generative diseases.  We  are  seeing 
progress  on  all  fronts  and  we  are 
now  more  confident  than  ever  that 
through  our  wise  investment  of 
time,  funds,  effort,  and  skills  for 
research,  education,  and  human 
services,  we  will  continue  to  make 
rapid  progress  towards  our  ultimate 
goal,  a prevention  and  cure  for 
RP  and  other  retinal  degenerative 
diseases. 
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World-Wide  Fight 

Against  Retinal  Degenerative  Diseases 


RP  and  other  retinal  degenerative 
diseases  reach  all  countries  of  the 
world  and  cross  all  boundaries  of 
race  and  creed.  Therefore,  we  and 
our  sister  organizations  in  other 
countries  have  a very  strong  incen- 
tive to  join  forces  to  fight  against 
our  common  enemies.  We  are  now 
engaged  in  putting  together  the  In- 
ternational Retinitis  Pigmentosa 
Association  (IRPA),  through 
which  RP  organizations  in  each 
country  can  pool  knowledge,  re- 
sources and  talents  to  wage  a global 
war  against  hereditary  retinal  de- 
generations. International  RP 
Foundation  delegates  from 
Australia,  Austria,  Finland,  France, 
Great  Britain,  Israel,  Switzerland, 
United  States,  USSR  and  West 
Germany  met  in  England  and  over- 
whelmingly endorsed  the  resolution 
to  establish  this  world  organization. 


Officers  elected  were: 

JeromeS.  Cardin  (U.S.A.) 
Chairman 

Eric  Katz,  O.B.E.  (Great  Britain) 

Vice-Chairman 

Bernard  Berman  (U.S.A.) 

President 

Helena  Viitassaari  (Finland) 
Regional  Secretary 
Lura  Gund  (U.S.A.) 

Treasurer 


Delegates  at  the  IRPA  organiza- 
tional meeting,  June  1978,  London, 
England. 


IRPA  is  expected  to  be  fully  opera- 
tional during  1979  and  to  begin  its 
avowed  purposes  of  stimulating  and 
encouraging  scientific  research  on 
RP  and  other  retinal  degenerative 
diseases;  assisting  individuals  af- 
fected by  these  diseases;  and  collect- 
ing and  disseminating  scientific  and 
educational  information  relating  to 
these  diseases.  We  hope  to  have 
exciting  progress  to  report  to  you 
about  its  efforts  in  our  next  annual 
report. 


Research 

Alan  Laties,  M.D. 
Chairman 

National  Scientific  Advisory  Hoard 


Research  Centers 

A Year  Of  Meaningful 
Progress  . . . 

The  individual  research  projects 
being  undertaken  by  research 
scientists  at  each  of  the  four  centers 
are  substantially  different.  However, 
there  are  common  attributes.  For 
the  most  part,  the  scientists  know 
each  other.  Nearly  all  have  grants 
from  the  National  Eye  Institute,  the 
review  of  which  constitutes  im- 
partial peer  judgement  of  their 
originality  and  purpose.  And  they 
all,  because  of  the  nature  of  the 
granting  process  of  the  NRPF,  have 
a visiting  RP  advisory  committee 
made  up  of  the  members  of  the 
Scientific  Advisory  Board  of  the 
Foundation. 

So  far  as  the  projects  being  under- 
taken at  the  different  centers  are 
concerned,  these  are  too  numerous 
to  list  and  explain  fully,  but  I will 
outline,  at  least  in  general,  several 
key  projects. 

The  Berman-Gund  Laboratory  for 
the  Study  of  Retinal  Degenerations 
Massachusetts  Eye  & Ear  Infirmary 
Harvard  Medical  School 
Boston,  MA 

At  the  Berman-Gund  Laboratory 
there  are  now  five  investigators, 
each  of  whom  takes  part  in  both 
collaborative  and  individual  re- 
search projects.  The  main  research 
projects  being  undertaken  at  present 
are  the  clinical  characterization 
and  classification  into  a rational 
system  of  the  conditions  with  which 
we  are  concerned  and  retinitis  pig- 
mentosa and  other  retinal  degen- 
erations. This  is  mainly  being  done 
by  Dr.  Eliot  Berson  in  collaboration 
with  Dr.  Michael  Sandberg.  The 
characterization  of  the  pathology  of 
retinitis  pigmentosa  is  being  under- 
taken by  Dr.  Bruce  Szamier,  an 
electron  microscopist.  It  is  he  who 


is  actually  examining  the  donor 
eyes.  As  a result  of  his  work,  a 
better  understanding  of  the  actual 
nature  of  the  disease  is  slowly  but 
steadily  coming  forth  — an  under- 
standing that  then  benefits  the  ef- 
forts of  Dr.  Berson  and  others  at 
classification.  Dr.  Susan  Schmidt  is 
undertaking  a broad  range  of  bio- 
chemical studies.  These  include 
human  donor  eyes  when  available, 
as  well  as  eyes  from  animals  which 
have  hereditary  types  of  retinal  de- 
generation such  as  dogs  being 
raised  at  the  Honeybrook  facility, 
or  special  types  of  rats  and  mice. 
Again,  after  these  are  characterized, 
they  are  compared  one  against  the 
other  — animal  to  human,  animal 
to  animal  — all  in  an  attempt  to 
construct  a rational  classification  of 
hereditary  retinal  degenerations;  to 
discover  a cause  or  causes  and  thus 
to  lay  the  scientific  basis  for  an  ef- 
fective treatment  for  these  condi- 
tions. Dr.  Ross  Edwards,  a cell 
biologist,  specializes  in  tissue  cul- 
ture. Tissue  culture  in  this  sense 
means  the  maintenance  of  cells 
taken  from  the  eye  in  an  artificial 
environment.  When  he  succeeds  in 
the  very  arduous  task  of  raising  the 
retinal  pigment  epithelial  cells  in 
tissue  culture,  he  then  is  in  the  posi- 
tion to  note  differences  among  the 
different  types  of  hereditary  retinal 
degenerations  in  their  behavior  in 
tissue  culture  and  to  collaborate 
with  his  associates.  Dr.  Szamier  and 
Dr.  Schmidt  in  anatomical  and 
biochemical  studies. 

New  York  University 
Medical  School 
New  York,  NY 

At  New  York  University,  Dr. 
Ronald  Carr  has  much  the  same 
clinical  interest  as  Dr.  Berson;  asso- 
ciated with  him  are  several  basic 
science  researchers,  among  them 
Dr.  Irwin  Siegel,  Dr.  Harris  Ripps 
and  Dr.  Manoucher  Shakib.  The 


New  York  University 
New  York,  NY 


The  Jules  Stein  Institute 
Los  Angeles,  CA 


The  Wilmer  Institute 
Baltimore,  MD 
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Research 


The  Berman-Gund 
Laboratory 
Boston,  MA 
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University 
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chief  thrust  of  the  group  is  towards 
improved  methods  of  diagnosis.  In 
fact,  this  group  has  pioneered  in 
the  development  of  new  and  im- 
proved ways  to  diagnose  the  func- 
tion of  the  retina  both  in  health  and 
disease.  Presently,  they  are  working 
on  several  initiatives  of  this  type. 
One  that  is  most  immediate  is  called 
fundus  reflectometry.  In  fundus 
reflectometry,  a small  pencil  of  light 
is  broadcast  into  the  eye  and  the 
small  amount  of  light  that  is  re- 
flected back  is  measured.  By 
measuring  the  difference  between 
the  light  that  went  in  and  what  is 
gotten  back,  the  absorption  of  light 
by  the  retina  can  be  calculated.  The 
light  absorption  is  related  to  the 
concentration  of  the  visual  pigment, 
rhodopsin,  that  exists  in  the  rods  of 
the  eye.  Thus  a beam  of  light  enter- 
ing the  eye  yields  a measure  of  the 
visual  pigment,  rhodopsin.  This 
technique  can  be  applied  to  normal 
subjects  and  the  normal  rhodopsin 
content  of  the  retina  can  be  mea- 
sured. Then,  when  a patient  with 
retinitis  pigmentosa,  or  for  that  mat- 
ter any  retinal  problem,  comes  to  be 
examined,  the  rhodopsin  of  that 
patient’s  eye  can  be  compared  to  the 
normal  and  the  differences  char- 
acterized. The  method  is  new.  The 
number  of  patients  that  have  been 
examined  so  far  are  few.  However, 
even  from  these  few  patients,  the 
NYU  group  already  is  in  a position 
to  uncover  similarities  and  differ- 
ences among  different  types  of 
retinitis  pigmentosa  or  for  that  mat- 
ter regional  differences  within  a 
single  eye  of  a patient  with  retinitis 
pigmentosa.  Obviously,  the  poten- 
tial for  this  method  is  great.  Most 
important,  were  there  a treatment 
for  RP  developed  that  showed 
strong  promise,  measurements  using 
fundus  reflectometry  could  be  taken 
of  the  actual  level  of  rhodopsin  in 
the  eye  both  before  and  after  treat- 
ment. It  could  then  be  ascertained 


whether  or  not  that  treatment  had 
increased  the  rhodopsin  content  of 
the  rods.  In  a different  but  related 
sense,  the  method  can  equally  well 
be  used  to  follow  the  progress  or 
lack  thereof  over  time  of  retinal  de- 
generation in  a given  patient. 

The  Jules  Stein  Institute  of  the 
University  of  California 
Los  Angeles,  CA 

At  the  Jules  Stein  Institute  a large 
and  talented  research  group  exists. 
This  research  group  is  made  up  of 
investigators  who  are  pioneers;  they 
are  responsible  for  many  advances 
in  our  knowledge  of  the  anatomy 
and  biochemistry  of  the  retina  over 
the  last  decade.  The  support  from 
the  RP  Foundation  is  a modest  part 
of  their  total  budget.  It  is  given  in 
an  effort  to  promote  the  segment 
of  research  at  the  Jules  Stein  In- 
stitute of  relevance  to  the  Founda- 
tion, specifically  to  allow  several 
investigators  to  expand  their  re- 
search efforts.  These  efforts  are 
several.  One  project  which  has 
substantial  clinical  relevance  can 
serve  as  an  illustration.  Drs.  Dean 
Bok  and  Benjamin  Wong  are  study- 
ing ways  in  which  to  transport  sub- 
stances from  the  bloodstream  to  the 
retina.  You  should  know  that  under 
normal  conditions  many  substances 
in  the  bloodstream  do  not  enter  the 
eye.  They  are  specifically  prohibited 
from  doing  so  by  barrier  cells,  cells 
which  are  so  set  as  to  protect  the 
retina  under  normal  circumstances 
from  unwarranted  access  by  ele- 
ments in  the  bloodstream.  The  pres- 
ence of  such  a barrier  raises  a large 
question  in  planning  a rational 
medical  therapy  for  any  retinal  de- 
generation. Were  such  a treatment 
found,  how  could  the  medication 
gain  access  to  the  retina  in  its 
isolated,  protected  position?  How 
could  it  be  carried  across  the  barrier 
cells?  In  this  far-sighted  project, 

Drs.  Bok  and  Wong  are  working 


Research 


with  special  structures  called 
liposomes  which  are  small  globules 
that  can  carry  an  enzyme  or  other 
substance  within  them.  Liposomes 
have  the  ability  to  penetrate  the  bar- 
rier of  the  eye  and  enter  the  retina. 
This  then  is  basic  research  with  a 
practical  goal,  a goal  that  may 
prove  in  time  to  be  of  surpassing 
importance. 

The  Wllmer  Institute 

of  The  Johns  Hopkins  Hospital 

Baltimore,  MD 

At  the  Wilmer  Institute,  the  Center 
Grant  was  awarded  to  Dr.  Daniel 
Finkelstein,  a clinician  researcher 
with  a keen  interest  in  retinal  dis- 
ease. There  are  several  studies  cur- 
rently being  undertaken  at  the  In- 
stitute: studies  in  psychophysics,  in 
electrophysiology  and  in  tissue  cul- 
ture of  retinal  pigmented  epithelial 
cells.  In  one  major  study,  an  at- 
tempt is  being  made  to  discover  the 
relationship  — or  lack  thereof  — 
of  hearing  defects  to  retinitis  pig- 
mentosa. All  of  us  are  aware  that 
several  syndromes,  usually  grouped 
together  and  called  Usher’s  syn- 
drome, exist  in  which  there  is  a 
hearing  deficit  present  at  birth  or 
one  that  develops  shortly  thereafter 
in  combination  with  a retinal  degen- 
eration. In  addition,  there  also  have 
been  persistent  questions  as  to 
whether  or  not  hearing  deficits  of 
some  degree  are  common  in  all  RP. 
Clearly  if  such  deficits  do  exist  in 
all  RP.  they  are  not  substantial  or 
we  would  know  about  them.  How- 
ever, they  could  be  slight  or  have 
some  special,  partial  characteristic 
and  thus  escape  discovery  in 
ordinary  life  or  even  in  routine 
medical  examinations.  Were  hear- 
ing deficits  to  exist,  they  could  be  of 
extreme  importance  in  the  task  of 
uncovering  the  true  pathology  of 
one  or  more  types  of  hereditary 
retinal  degeneration.  At  present, 
there  are  early  indications  that  fine 


differences  in  hearing  may  well  help 
to  characterize  some  types  of  RP. 

A Word  On  Classification 

By  now  every  reader  must  have 
noticed  the  repetitive  use  of  the 
words  classification  and  character- 
ization. Classification  of  a disease 
in  and  of  itself  is  dull  stuff,  at  least 
superficially.  However,  when  you 
speak  of  treatment,  you  find  that 
treatment  is  impossible  without 
proper  classification.  How  is  one  to 
know  whether  or  not  a treatment 
has  been  given  a proper  chance 
until  it  has  been  tried  in  each  dis- 
tinct condition?  If  retinitis  pig- 
mentosa proves  to  be  separable  into 
more  individual  conditions  than  we 
presently  recognize,  those  individual 
conditions  must  be  clinically  classi- 
fiable before  any  rational  thera- 
peutic regimen  can  be  ruled  in  as 
effective  or  ruled  out  as  ineffective. 

Parenthetically,  in  almost  every  in- 
stance in  which  the  nature  of  a 
heritable  disease  has  been  success- 
fully characterized,  differences  in 
heredity  have  been  clearly  related 
to  differences  in  biochemical  path- 
ology. In  short,  a different  gene 
means  a different  underlying  bio- 
chemical problem.  And  if  this  is 
true,  each  subtype  could  require  a 
specific  or  individualized  therapy. 
Clearly  before  a promising  therapy 
can  be  found  ineffective,  it  needs  to 
be  tried  on  each  defined  type  of  RP. 
Thus  the  need  for  accurate  classifi- 
cation. Among  other  conclusions  to 
be  drawn  from  these  facts,  one  other 
stands  out.  Any  claim  that  a single 
treatment  is  of  help  to  all  RP  is 
suspect  on  its  face  since  it  is  un- 
likely that  a single  agent  is  of  use  in 
treating  different  biochemical 
defects. 

A critical  part  of  our  expanded  re- 
search effort  is  our  retina  donor 
program  described  on  page  13. 


Scientific  Advisory 
Board  Continued 


Kobison  Harley,  M.D. 
Temple  University 
School  of  Medicine 
Philadelphia,  PA 

Richard  Hill,  Ph.D 
Ohio  State  University 
Columbus,  OH 

Ruth  Huhhard.  Ph  D 

Harvard  University 
Cambridge.  MA 

Wayne  Hubbell.  Ph  D 

University  of  California 
Berkeley,  CA 

Alan  l.aties.  M.D. 
University  of  Pennsylvania 
School  of  Medicine 
Philadelphia.  PA 
Chairman 

Matthew  I.aVail.  Ph.D. 
University  of  California 
School  of  Medicine 
San  Francisco.  CA 

Arnall  Patz,  M.D. 

Johns  Hopkins  Hospital 
Baltimore.  MD 

Richard  D.  Sidman.  M.D. 
Harvard  Medical  School 
Boston,  MA 

George  Wald.  Ph.D. 
Harvard  University 
Cambridge.  MA 

Richard  Young.  Ph  D. 

UCLA  Medical  School 
Los  Angeles.  CA 
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Support 
For  Research 


Center  Grants: 

1977-78 

Grants 

1978-79 

Commitment 

The  Berman-Gund  Laboratory 
for  the  Study  of  Retinal  Degener- 
ations at  the  Massachusetts  Eye 
and  Ear  Infirmary 

Harvard  Medical  School 

Boston,  MA 

Eliot  L.  Berson,  M.D. 

Principal  Investigator 

Usna  Andley,  Ph.D. 

Ross  B.  Edwards,  Ph.D. 

Bernard  Rosner,  Ph.D. 

Michael  A.  Sandberg,  Ph.D. 

Susan  Y.  Schmidt,  Ph.D. 

R.  Bruce  Szamier,  Ph.D. 

$59,203 

$140,327 

The  New  York  University 

Medical  Center 

New  York,  NY 

Ronald  Carr,  M.D. 

Principal  Investigator 
Geoffrey  Arden,  M.D.,  Ph.D. 
Harris  Ripps,  Ph.D. 

Irwin  Siegel,  Ph.D. 

Manoucher  Shakib,  M.D. 

$46,134* 

$ 82,780 

The  Wilmer  Institute  of  The 

Johns  Hopkins  Hospital 

Baltimore,  MD 

Daniel  Finkelstein,  M.D. 

Principal  Investigator 

Jay  Fleischman,  M.D. 

Robert  Massof,  Ph.D. 

Irene  Maumenee,  M.D. 

Y.  Tanaka,  M.D. 

$42,940* 

$ 54,765 

The  Jules  Stein  Institute  of  the 
University  of  California  at 

Los  Angeles 

Los  Angeles,  CA 

Michael  0.  Hall,  Ph.D. 

Principal  Investigator 

Dean  Bok,  Ph.D. 

David  Chase,  Ph.D. 

Deborah  Farber,  Ph.D. 

Joran  Heller,  M.D.,  Ph.D. 

Patricia  Jones,  Ph.D. 

Prabakar  Kavipurapu,  Ph.D. 
Richard  Lolley,  Ph.D. 

Roberta  Meyers-Elliott,  Ph.D. 
Benjamin  Wong,  Ph.D. 

$58,800* 

$ 83,292 

Animal  Facility: 

For  the  acquisition,  care  and  dis- 
tribution of  dogs  with  hereditary 
retinal  degenerations.  The  dogs 
are  kept  at  Federated  Medical 
Resources,  Honeybrook,  PA 

$35,000 

$ 25,000 

RP  Scientific  Newsletter: 

Gerald  A.  Fishman,  M.D.,  Geoffrey  Arden,  M.D.,  Ph.D.,  $ 543  $ 2,200 

Co-editor  Co-editor 

University  of  Illinois  Hospital  Dept,  of  Visual  Science 
Eye  and  Ear  Infirmary  Institute  of  Ophthalmology 

Chlcag°> IL  London,  England 

* 1st  installment  of  3 year  grant 


Professorships: 


1977-78  1978-79 

Grants  Commitment 


Donald  Armstrong,  Ed.D.  $25,000** 

Univ.  of  Colorado  Medical  Sch. 

Denver,  CO 

Manoucher  Shakib,  M.D.  * 

The  N.Y.U.  Medical  Center 
New  York,  NY 


Fellowship: 

Ido  Perlman,  Ph.D.  $21 ,000 

Hadassah  University  Hospital 
Jerusalem,  Israel 


Small  Grants  Program: 

Adolph  Cohen,  Ph.D. 
Washington  University  School 
of  Medicine 
St.  Louis,  MO 

Harold  E.  Cross,  M.D.,  Ph.D. 
University  of  Arizona 
Tucson,  AZ 

Peter  Gouras,  M.D. 

College  of  Physicians  and 
Surgeons  of  Columbia 
University 
New  York,  NY 

Irene  Maumenee,  M.D. 

Monte  DelMonte,  M.D. 

Johns  Hopkins  University  School 
of  Medicine 
Baltimore,  MD 


To  support  research  on  levels  of 
cyclic  AMP  and  cyclic  GMP  in 
the  rabbit  retina  as  a function  of 
light  and  dark  adaptation 

Emergency  aid  to  repair  his 
hospital’s  ERG-EOG  unit 

To  survey  a monkey  colony  for 
retinal  degenerations 


Awarded  for  purchase  of  equip- 
ment for  tissue  culture  studies 


George  Santangelo , B.  S.  To  work  on  biochemical  project 

Univ.  of  Colorado  Medical  Sch.  with  Dr.  Donald  Armstrong 
Denver,  CO 

Donald  Armstrong,  Ed.  D.  ERG  studies  in  animals 

Univ.  of  Colorado  Medical  Sch. 

Denver,  CO 


**The  third  year  of  a three  year 
commitment 

*** Assigned  to  NYU  Center 


'*$  48,000 

$ 11,000 

Amount 

Awarded 

$1,200 

$ 513 

$ 909 

$2,000 

$ 300 

$ 500 


Human 

Services 

McCay  Vernon,  PhD. 

Chairman 

National  Human  Services  Advisory  Board 


Human  Services 
Advisory  Board 

Susan  Barron,  Ph  D. 

Newark,  DE 

Gloria  Clark 

New  York,  NY 

Jack  Gould,  Ph.D. 
Rockville,  MD 

Andrew  Potok,  Ph.D. 
Plainfield,  VT 

Harold  Rashkis,  M.D. 
Elkins  Park,  PA 

M.  Eugene  Spurrier 

Baltimore,  MD 

Dorothy  Stiefel 

Corpus  Christi,  TX 

McCay  Vernon,  Ph.D. 
Westminster,  MD 
Chairman 

Miriam  Winer 

Wayland,  MA 

Janice  Wolstencroft 

Spring  Valley,  CA 


The  commitment  of  our  Human 
Services  Program  is  to  meet  the 
needs  of  persons  affected  by  heredi- 
tary retinal  degenerative  diseases. 
With  the  institution  of  three  new 
programs,  we  have  made  the  fol- 
lowing progress: 

1.  Information  & referral 

a.  To  maintain  a repository 
of  accurate  and  current  in- 
formation on  all  aspects  of 
retinal  degenerative 
diseases. 

b.  To  disseminate  this  in- 
formation appropriately  to 
all  who  need  or  request  it. 

c.  To  know  the  relevant 
service  resources  and  how 
to  use  them. 

d.  To  provide  individually 
appropriate  assistance  in 
obtaining  services. 

2.  Peer  counseling 

a.  To  provide  more  appro- 
priate information  and  re- 
ferral services  to  persons 
whose  needs  are  more 
complex. 


b.  To  provide  opportunities 
for  enhancing  self-aware- 
ness, self-confidence,  per- 
sonal adjustment,  problem- 
solving, utilization  of 
resources,  and  general  ful- 
fillment of  potential 
through  individual  and 
group  counseling  with 
qualified  lay  peers. 

c.  To  recruit,  screen,  train, 
and  supervise  effective  peer 
counselors,  including  on- 
going activities  aimed  at 
counselor  growth. 

d.  To  gather  and  utilize  ap- 
propriate data  on  the 
needs  of  persons  with 
retinal  degenerative  dis- 
eases and  how  best  to  meet 
them. 

3.  Professional  education  and 

resource  development 

a.  To  develop,  promote  and 
provide  appropriate  pre- 
service and  in-service  train- 
ing and  materials  to  related 
practitioners,  organiza- 
tions, and  programs. 

b.  To  promote  the  develop- 
ment and  improvement  of 
needed  resources. 
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Night  Vision 
Aid 


Progress  for  people  . . . 

More  people  were  helped  this  year 
because  of  the  continuing  efforts  of 
The  International  Telephone  & 
Telegraph  Corporation’s  Night 
Vision  Aid.  The  device  electronic- 
ally amplifies  dim  light  to  levels 
useful  to  persons  affected  by  night 
blindness  caused  by  RP.  The  cost  of 
the  Aid.  recently  reduced  from 
$3,500.  is  $2,750.  NRPF  is  grateful 
to  ITT  for  its  continued  efforts  to 
expand  the  use  of  this  important 
device.  Anyone  interested  in  more 
information  may  write  to  Night 
Vision  Aid  Distributors,  Inc.,  P.O. 
Box  207,  Randallstown,  Maryland 
21133.  Additional  Screening  Cen- 
ters were  established  throughout  the 
United  States  and  Canada  to  in- 
crease the  opportunity  for  more 
people  to  receive  this  Aid. 


Progress  For  People  — Larry 
Holmes,  Peoria,  111.,  who  is  affected 
by  retinitis  pigmentosa,  a disease 
causing  the  gradual  loss  of  vision, 
demonstrates  an  earlier  bulky  model 
and  the  latest  hand-held  version  of  a 
Night  Vision  Aid  developed  by  ITT. 
Night  blindness  is  a predominant 
characteristic  of  RP  and  the  new 
battery  operated  device  packed  with 
the  comparable  electronic  circuitry 
of  a color  TV  set  amplifies  avail- 
able light  to  levels  useful  to  those 
handicapped  by  the  disease.  The 
ITT  device  was  developed  in  coop- 
eration with  the  National  RP 
Foundation. 


Screening  Centers 

Eliot  Berson,  M.I). 

Director,  Berman-Gund  Lab 
Harvard  Medical  School 
MEEI 

243  Charles  Street 
Boston,  Massachusetts  02114 
(617)  523-5656 

Harold  E.  Cross,  M.D.,  Ph.D. 

Professor  and  Head 
Section  of  Ophthalmology 
The  University  of  Arizona 
Health  Sciences  Center 
Tucson,  Arizona  85724 
(602)  626-6264 

Daniel  Finkelstein,  M.I). 

Johns  Hopkins  Hospital 
Wilmer  Institute 
The  Woods  Research  Building 
Room  267 

601  North  Broadway 
Baltimore,  Maryland  2 1 205 
(301)  955-3429 

John  Heckenlively,  M.D. 

J ules  Stein  Eye  Institute 
800  Westwood  Plaza 
Los  Angeles,  California  90024 
(213)  825-6089 

John  A.  Parker,  M.D. 

Suite  105 
University  Wing 
Toronto  General  Hospital 
Toronto.  Ontario  MSG  1L7 
(416)  597-0004 

Franklin  I.  Porter,  O.D. 

Director,  Low  Vision  Clinic 
Department  of  Ophthalmology 
Baylor  College  of  Medicine 
The  Cullen  Eye  Institute 
6501  Fannin 
Houston.  Texas  77030 
(713)  790-5935 

Mitchel  L.  Wolf,  M.D. 

Jewish  Hospital  of  St.  Louis 
2 1 6 S.  Kingshighway 
P.O.  Box  14109 
St.  Louis,  Missouri  63 1 78 
(314)  454-7887 


An  A n Relic  Device  — Ann 
Doyle,  shown  here  with 
husband  David  Doyle  of 
“Charlie’s  Angels”  fame, 
demonstrates  the  light- 
weight portability  of  the 
new  ITT  Night  Vision  Aid 
designed  specifically  for 
those  like  her  who  are  af- 
fected by  retinitis  pigmen- 
tosa, a disease  that  causes 
the  gradual  loss  of  vision. 
Night  blindness  is  a com- 
mon characteristic  of  RP 
patients. 
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Public 

Awareness 


Volunteer 
Information 
Resource  Centers 

Mr.  Harry  Anderson 

P.0.  Box  1209 
St.  Augustine, 

Florida  32084 
(904)  824-6711 

Mr.  Neil  Appleby 

4713  Delbrook  Road 
Mechanicsburg. 
Pennsylvania  17055 
(717)  761-4907 

Mrs.  Betty  Lou  Berg 

P.  O.  Box  4 
Butte,  Montana  59701 
(406)  792-5561 

Ms.  Bev  Breas 

P.  O.  Box  2432 
Grand  Rapids, 

Michigan  49501 
(616)  364-0980 

Ms.  Ann  Frank 

P.  O.  Box  3254 
Traffic  Station 
625  First  Avenue  North 
Minneapolis, 

Minnesota  55426 
(612)  544-1378 

Mr.  lames  Hoyt 

P.  O.  Box  22547 
Milwaukie, 

Oregon  97222 
(503)  654-5600 

Mrs.  Serena  Kraft 

Box  498 
Black  Eagle, 

Montana  59414 
1406)  562-3542 

Ms.  Madeleine  Lame 

1288  Crestwood  Avenue 
Cincinnati,  Ohio  45226 
(513)  321-7540 

Ms.  Caroline  Lim 

45-573  Awanene  Way 
Kaneohe,  Hawaii  96744 
(808)  247-0970 

Mrs.  Norma  Jean  McCorcle 

P.O.  Box  450 
Juneau,  Alaska  99802 
(907)  586-2493 

Mrs.  Dixie  Quirin 

p.  O.  Box  573 
Parsons,  Kansas  67357 
(316)  421-0937 
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We  have  made  progress  and  ex- 
panded our  public  awareness  effort 
through  the  generous  and  dedicated 
support  of  many  people,  including 
Ben  Gazzara,  National  Honorary 
Chairman;  Robert  Keeshan  (Cap- 
tain Kangaroo),  National  Honorary 
President;  Charlton  and  Lydia 
Heston,  Past  National  Honorary 
Chairmen;  and  Reggie  Jackson. 
Also,  Metromedia  Television 
(KTTV  Los  Angeles)  provided 
volunteer  assistance  in  making  new 
TV  public  service  spots.  The  ad- 
vertising agency  of  Rosenfeld, 
Sirowitz.  and  Lawson  created  the 
new  “Father  & Son”  ad  (shown  be- 
low and  also  shown  on  back  page) 
which  emphasizes  the  fact  that  there 
is  no  known  cure  or  treatment  for 
retinal  degenerative  diseases.  NRPF 
is  grateful  to  all  of  these  persons 
and  to  both  of  these  firms  for  their 
continued  volunteer  assistance. 

We  have  made  real  progress  in  the 
public  awareness  area  by  having  the 
work  of  our  Foundation  featured  on 


several  national  television  shows 
during  the  last  year:  ABC  Good 
Morning  America  with  Ben  Gaz- 
zara, ABC  Good  Morning  America 
with  David  and  Anita  Doyle,  CBS 
Dinah  Shore  Show  with  Helen 
Harris— NRPF  Trustee  and  Los 
Angeles  Chapter  President  — and 
Charlton  and  Lydia  Heston. 

We  have  additional  commitments 
from  many  of  these  same  people  to 
make  radio  and  TV  spots  for  us 
during  the  coming  year  and  to  work 
on  our  behalf  in  other  ways.  We 
are  deeply  grateful  for  their  con- 
tinued support. 

We  are  currently  engaged  in  the  de- 
velopment of  a National  Public 
Awareness  Program  which  will 
dramatically  increase  the  public’s 
exposure  to  our  Foundation’s  work 
and  goals.  This  comprehensive  pro- 
gram is  designed  to:  (a)  provide 
complete  coordination  of  all  aspects 
of  the  Foundation’s  Public  Aware- 
ness efforts;  (b)  stimulate  much 
greater  national  and 
international  media 
coverage  of  our  ef- 
forts; and  (c)  estab- 
lish for  our  chapters  a 
complete  and  ongo- 
ing set  of  tools  (TV 
spots,  radio  commer- 
cials, informational 
brochures,  etc. ) to 
greatly  enhance  their 
regional  Public 
Awareness  programs. 


RP  Foundation,  in  this  envelope. 
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Retinitis  Pigmentosa  Foundation 

8331  Mindale  Circle 


Retina 
Donor  Program 


A major  commitment . . . 

The  Retina  Donor  Program  is  one 
of  our  most  important  programs. 
Even  though  the  Retina  Donor  Pro- 
gram has  so  far  been  rather  small, 
research  findings  of  significance 
have  already  been  derived  from  it. 
During  this  last  year.  Doctors 
Szamier  and  Berson,  Berman-Gund 
Laboratory,  had  the  opportunity  to 
examine  the  retinas  of  a young 
man  who  had  sex-linked  RP  and 
also  was  dying  of  cancer.  This 
young  man  had  willed  his  retinas  to 
the  RP  Foundation.  Because  Dr. 
Berson  had  the  opportunity  to  ex- 
amine the  patient  prior  to  his  death, 
he  and  Dr.  Szamier  were  able  to 
compare  visual  function  to  anatom- 
ical structure.  They  found  that  rods 
could  still  see,  at  least  in  rudimen- 
tary fashion,  even  though  they 
showed  advanced  signs  of  degen- 
eration, having  lost  in  large  part 
their  normal  structure.  In  addition, 
they  discovered  that  even  though 
the  rods  were  missing  from  the 
equatorial  region,  just  a little 
further  out  near  the  end  of  the 
retina,  the  rods  looked  normal.  As 
a result  of  these  findings,  the  ques- 
tions to  which  research  scientists 
must  now  turn  their  attention  are: 

(1 ) What  regional  variations  in  the 
retina  exist  that  permit  such  an  oc- 
currence? and  (2)  How  is  it  possible 
for  such  an  amazing  transition  be- 
tween healthy  and  affected  rods  to 
take  place  over  a distance  of  only  5 
millimeters?  Presently  we  do  not 
know  the  answers  to  such  questions. 
But  because  of  these  pathological 
findings,  it  seems  clear  that  new 
emphasis  will  be  given  to  the  studies 
of  regional  metabolism  in  the  retina 
to  find  out  what  differences  actually 
do  exist. 

Because  there  have  been  so  few 
donor  retinas  available  for  study, 
we  know  far  less  than  we  should 


about  the  actual  state  of  an  eye 
which  is  affected  by  these  diseases. 

It  is  becoming  increasingly  clear  to 
us  that  our  understanding  of  retinal 
degenerative  diseases  will  be  im- 
proved dramatically  as  more  retinas 
are  donated  by  thoughtful,  caring 
persons.  The  expansion  of  this  pro- 
gram is  of  critical  importance.  The 
very  few  studies  that  have  been 
done  so  far  on  donated  retinas  have 
revealed  and  are  continuing  to 
reveal  important  characteristics  of 
RP  and  other  retinal  degenerations. 
Final  plans  are  being  made  for  the 
expansion  of  the  Retina  Donor  Pro- 
gram. As  these  plans  develop,  they 
will  be  communicated  to  RP  chap- 
ters across  the  country. 

Volunteer  Information 
Resource  Centers 

More  than  a listening  ear . . . 

As  more  and  more  persons  affected 
by  retinal  degenerative  diseases  are 
being  identified  by  NRPF.  the  need 
for  information  about  aids  and 
services  becomes  increasingly  evi- 
dent. To  assist  those  persons  in 
areas  where  no  chapter  presently 
exists.  Volunteer  Information  Re- 
source Centers  are  established. 
These  Centers  are  located  in  private 
homes  and  are  manned  by  volun- 
teers. Anyone  interested  in  forming 
a Center  in  his  community  is  en- 
couraged to  contact  the  Foundation. 

Volunteer  Information  Centers  are 
a step  along  the  way  to  the  develop- 
ment of  a new  chapter.  As  more  and 
more  persons  in  a particular  area 
become  known  to  one  another  as 
having  a common  interest  in  and 
dedication  to  the  goals  of  the  RP 
Foundation,  the  critical  mass  of 
committed  persons  necessary 
for  the  formation  of  a new  chapter 
is  realized. 


Volunteer 
Information 
Resource  Centers 

Mr.  Jerry  Reback 

1 Lincoln  First  Square 
Rochester, 

New  York  14604 
(716)  454-3866 

Ms.  Nancy  Rolf 

P.O.  Box  7022 
Laguna  Beach, 

Florida  32407 
(0041  234-5571 

Mr.  Manuel  Russo 

P.  O.  Box  2388 
Muscle  Shoals, 

Alabama  35660 
(205)  381-1110 

Mrs.  Betty  E.  Raney 

211  Machelle  Drive 
Paragould,  Arkansas  72450 
(501)  236-6606 

Mr.  Joseph  E.  Shickich 

P.  O.  Box  1850 
Casper,  Wyoming  82602 
(307)  234-2534 

Mr.  & Mrs. 

Francis  E.  Stambach 

Box  160 

Syracuse.  Kansas  67878 
(316)  384-7430 

Mr.  Stanley  Thomson 

355  East  76th  Street 
Anchorage.  Alaska  99502 
(907)344-4513 

Mrs.  Alice  Valdez 

3014-1  Craig  Avenue 
Fort  Riley,  Kansas  66442 
(913)  239-7835 


If  you  are  interested  in 
donating  your  retinas  to 
the  RP  Foundation  to 
further  its  research  pro- 
grams, please  complete 
and  return  the  attached 
envelope. 
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Treasurer's 

Report 


The  American  public,  through  its 
contributions  and  hours  of  volun- 
teer time,  makes  it  possible  for  the 
National  Retinitis  Pigmentosa 
Foundation  to  carry  out  its  pro- 
grams of  research,  education  and 
human  services.  We  take  pride, 
therefore,  in  reporting  to  the  public 
on  the  progress  of  our  commitments, 
together  with  our  financial  position, 
on  a comparative  basis,  for  the 
years  ending  June  30,  1977  and 
1978. 

Fiscal  year  1978  marked  another 
income  record  for  National  Head- 
quarters and  its  chapters.  Total  in- 
come for  the  year  ending  June  30, 
1978  was  $940,761  -a  20.9%  in- 
crease over  1977. 

Of  the  unrestricted  income  received, 
57.8%  was  expended  on  Program 
Services,  12.7%  for  Supporting 
Services  (management  and  general 
— 9.1%,  fund  raising  — 3.6%) 
and  the  remaining  29.5%  was 
designated  for  future  requirements. 


The  audited  financial  statements 
this  year  present  the  combined  in- 
come and  expenses  of  the  Founda- 
tion’s National  Headquarters  and  its 
forty-four  chapters.  These  financial 
statements  and  accompanying  notes 
have  been  prepared  in  conformity 
with  the  standards  of  the  American 
Institute  of  Certified  Public  Ac- 
countants (AICPA)  in  its  Audit 
Guide  for  the  reporting  of  the 
financial  affairs  of  voluntary  health 
and  welfare  organizations. 

The  National  Retinitis  Pigmentosa 
Foundation  meets  the  standards  of 
The  National  Information  Bureau, 
and  the  eligibility  criteria  set  forth 
by  the  U.S.  Civil  Service  Commis- 
sion for  participation  in  the  federal 
government’s  Combined  Federal 
Campaign.  Its  programs  are  recom- 
mended to  the  media  by  the  Ad- 
vertising Council,  Inc. 

The  National  Headquarters  budget 
is  reviewed  by  the  Finance  Com- 
mittee and  approved  by  the  Na- 
tional Board  of  Trustees.  The  finan- 
cial statements  in  this  report  have 
been  audited  by  Peat,  Marwick, 
Mitchell  & Co.,  independent  certi- 
fied public  accountants. 


Sallie  W.  Cushner 

Vice  President  and  Treasurer 


How  the  dollar  mis  spent  by 
!\ational  Headquarters 
and  Chapters  in  FY 1978 


Peat,  Marwick, 

Mitchell  & Co. 

Certified  Public  Accountants 

25  South  Charles  Street.  Baltimore,  Maryland  21201 


The  Board  of  Trustees 
National  Retinitis  Pigmentosa 
Foundation,  Inc.: 

We  have  examined  the  combined  balance  sheet  of  National  Retinitis 
Pigmentosa  Foundation,  Inc.  and  affiliated  chapters  as  of  June  30,  1978 
and  the  related  combined  statements  of  support,  revenue  and  expenses 
and  changes  in  fund  balances  and  of  functional  expenses  for  the  year 
then  ended.  Our  examination  was  made  in  accordance  with  generally 
accepted  auditing  standards,  and  accordingly  included  such  tests  of  the 
accounting  records  and  such  other  auditing  procedures  as  we  considered 
necessary  in  the  circumstances. 

In  our  opinion,  the  aforementioned  combined  financial  statements 
present  fairly  the  financial  position  of  National  Retinitis  Pigmentosa 
Foundation,  Inc.  and  affiliated  chapters  at  June  30,  1978  and  the  re- 
sults of  their  operations  and  changes  in  their  fund  balances  for  the 
year  then  ended,  in  conformity  with  generally  accepted  accounting 
principles  applied  on  a basis  consistent  with  that  of  the  preceding  year. 


December  29,  1978 


Combined 
Balance  Sheet 


Assets 

1978 

1977 

Current  Funds 

Cash 

Short-term  investments: 

$ 117,311 

87,904 

Investment  share  accounts  in 

savings  and  loan  associations 
Certificates  of  deposit  — banks 

87,000 

219,000 

and  savings  and  loan  associations 

1,325,000 

925,000 

Total  short-term  investments 

1,412,000 

1,144,000 

Pledges  receivable  (note  2) 

Accrued  interest,  other  receivables  and 

335,000 

50,000 

prepaid  expenses 

35,616 

31,818 

Total  current  funds 

$1,899,927 

1,313,722 

Building  and  Equipment  Fund 

Office  furniture  and  equipment,  at 

cost  less  accumulated  depreciation  of 
$7,856  in  1978  ($5,646  in  1977) 

$ 9,375 

7,107 

Leasehold  improvements,  at  cost  less 

accumulated  amortization  of  $2,723 
in  1978  ($1,733  in  1977) 

5,673 

4,485 

Total  building  and 

equipment  fund 

$ 15,048 

11,592 

liabilities  and  Fund  Balances 

Current  Funds 

Accounts  payable  and  accrued  expenses 
Contributions  designated  for  future 

$ 39,649 

26,686 

periods  ( note  2 ) 

Fund  balances: 

335,000 

50,000 

Unrestricted  fund: 

Designated  for  research 
purposes  (note  3) 
Undesignated,  available  for 

939,714 

1,149,182 

general  activities 

548,813 

86,989 

Total  unrestricted 

fund  balances 

1,488,527 

1.236,171 

Restricted  fund: 

36,751 

865 

Total  fund  balances 

1,525,278 

1,237,036 

Total  current  funds 

$1,899,927 

1,313.722 

Building  and  Equipment  Fund 

Fund  balance 

$ 15, (M8 

11,592 

Total  building  and 
equipment  fund 

$ 15,048 

11,592 

National 

Retinitis  Pigmentosa 
Foundation,  Inc. 

And  Affiliated  Chapters 

June  30, 1978 

with  comparative  figures 

for  1977  (note  1) 

See  accompanying  notes  to 
combined  financial 
statements. 
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Combined  Statement 

Of  Support,  Revenue  And  Expenses 

And  Changes  In  Fund  Balances 


National 

Retinitis  Pigmentosa 
Foundation,  Inc. 

And  Affiliated  Chapters 

Year  ended  June  30, 1978 
with  comparative  totals 
for  1977  (note  1 ) 

See  accompanying  notes  to 
combined  financial 
statements. 


Public  support  and  revenue: 

Public  support: 

Contributions  received  from  individuals,  corporations 
and  foundations 

Special  events,  net  of  direct  costs  of  $231,568  in  1978 
($144,654  in  1977) 

Total  public  support 
Grant  from  governmental  agency 
Interest  income 

Total  public  support  and  revenue 

Expenses: 

Program  services: 

Research 

Public  health  education 
Human  services 

Total  program  services 
Supporting  services: 

Management  and  general 
Fund  raising 

Total  supporting  services 
Total  expenses 

Excess  (deficiency)  of  public  support  and 
revenue  over  expenses 

Other  changes  in  fund  balances  — office  furniture 

and  equipment  acquisitions  and  additions  to  leasehold 
improvements  from  unrestricted  current  funds 

Fund  balances  at  beginning  of  year 
Fund  balances  at  end  of  year 
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1978 


Building 

and 

Current  funds 

equipment 

fund 

Total  all  funds 

Unrestricted  Restricted 

1978  1977 

$ 516.180 

35,886 

— 

552,066 

453,575 

268,815 

— 

— 

268,815 

251,184 

784.995 

35,886 

— 

820.881 

704,759 

— 

26,195 

— 

26,195 

8,159 

93,685 

— 

— 

93,685 

65,147 

878.680 

62,081 

— 

940,761 

778,065 

325.723 

1,310 

327,033 

320,513 

141.446 

7,690 

1,672 

150,808 

84,761 

40.558 

2.632 

353 

43,543 

26,485 

507,727 

11,632 

2,025 

521,384 

431,759 

80,329 

13,213 

1,155 

94,697 

73.563 

31,279 

1,350 

353 

32.982 

23,296 

111,608 

14,563 

1,508 

127,679 

96,859 

619,335 

26,195 

3,533 

649,063 

528,618 

259,345 

35,886 

(3,533) 

(6,989) 

6,989 

1,236.171 

865 

11,592 

$1,488,527 

36,751 

15,048 
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Combined  Statement 
Of  Functional  Expenses 


National 

Retinitis  Pigmentosa 
Foundation,  Inc. 

And  A f filiated  Chapters 

Year  ended  June  30, 1978 
with  comparative  totals 
for  1977  ( note  1) 

See  accompanying  notes  to 
combined  financial 
statements. 


Program 


Public 


Unrestricted  current  funds 

Research 

health 

education 

Salaries 

$ 5,117 

25,061 

Payroll  taxes 

355 

1,519 

Employee  health  benefits 



Total  salaries  and  related  expenses 

5,472 

26,580 

Grants  and  awards 

316,915 

— 

Media 

— 

7,369 

Travel,  conferences  and  meetings 

1,158 

17,852 

Special  projects 

— 

23,933 

Public  relations 

— 

14,381 

Printing  and  publications 

— 

33,653 

Telephone 

1,162 

2,897 

Equipment  rental  and  maintenance 

— 

3,715 

Postage 

— 

4.734 

Office  supplies 

— 

3,561 

Meetings  of  Advisory  Boards 

426 

— 

Occupancy 

372 

558 

Miscellaneous 

218 

2,213 

Total  unrestricted  current  funds  expenses 

Restricted  current  funds 

$325,723 

141,446 

Salaries 

$ 1,142 

6,851 

Payroll  taxes 

96 

409 

Miscellaneous 

— 

— 

Travel 

72 

430 

Total  restricted  current  funds  expenses  $ 1,310  7,690 


$ — 1,672 


Building  and  equipment  fund 

Depreciation  and  amortization 
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services  Supporting  services  1'otal  program  and 

78  1978  supporting  services 


Management 


Human 

and 

Fund 

3 services 

Total 

general 

raising 

Total 

1978 

1977 

13.412 

43.590 

33,124 

7,353 

40.477 

84,067 

78,701 

760 

2,634 

1,924 

506 

2,430 

5,064 

5,071 

J 

— 

1,554 

— 

1,554 

1,554 

930 

14,172 

46,224 

36,602 

7,859 

44.461 

90,685 

84,702 

— 

316.915 

— 

— 

— 

316,915 

306,607 



7,369 

— 

— 

— 

7,369 

2,937 

2,892 

21,902 

13,337 

159 

13,496 

35,398 

20,842 

876 

24,809 

— 

— 

— 

24,809 

762 

— 

14,381 

— 

— 

— 

14,381 

11,884 

2.544 

36,197 

1,425 

11,450 

12,875 

49.072 

28.440 

2.897 

6.956 

7,404 

3,219 

10.623 

17,579 

10,615 

743 

4,458 

2,230 

743 

2,973 

7.431 

5.675 

2,363 

7,097 

2.220 

2,698 

4,918 

12,015 

9.872 

1 1.348 

4,909 

1,857 

1,501 

3,358 

8.267 

5.892 

8.953 

9.379 

— 

— 

— 

9,379 

7,538 

558 

1,488 

1,860 

372 

2,232 

3,720 

2.400 

j 3,212 

5.643 

13,394 

3,278 

16,672 

22,315 

19.809 

40,558 

507,727 

80,329 

31,279 

111.608 

619.335 

517.975 

2,284 

10,277 

11,419 

1,142 

12,561 

22,838 

7,708 

205 

710 

518 

136 

654 

1,364 

451 

— 

— 

558 

— 

558 

558 

— 

143 

645 

718 

72 

790 

1,435 

— 

2,632 

11,632 

13,213 

1,350 

14.563 

26,195 

8,159 

353 

2,025 

1,155 

353 

1,508 

3,533 

2,484 
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National  Retinitis  Pigmentosa  Foundation,  Inc.  & Affiliated  Chapters 

Notes  To  Combined  Financial  Statements 

June  30,  1978 


(1)  Summary  of  Significant 
Accounting  Policies 

National  Retinitis  Pigmentosa 
Foundation,  Inc.  was  incorporated 
in  September,  1971  for  the  follow 
ing  principal  purposes: 

1 . to  sponsor  and/ or  assist 
financially  in  the  research, 
treatment  and  care  of 
people  with  retinitis  pig- 
mentosa, a degenerative  eye 
disease; 

2.  to  give  financial  assistance 
for  the  purpose  of  alleviat- 
ing or  eliminating  the  dis- 
ease of  retinitis  pigmen- 
tosa; and 

3.  to  promote  the  general 
knowledge  of  retinitis 
pigmentosa. 

The  combined  financial  statements 
include  the  accounts  of  National 
Retinitis  Pigmentosa  Foundation, 
Inc.  and  its  affiliated  chapters.  All 
material  balances  and  transactions 
between  the  Foundation  and  its 
affiliated  chapters  have  been  elim- 
inated in  the  combined  financial 
statements.  Certain  figures  for  1977 
have  been  reclassified  to  conform 
with  the  combined  statement 
presentation  for  1978. 

Pledges  which  are  payable  in  install- 
ments are  reflected  as  public  sup- 
port in  the  years  the  installments  are 
planned  by  the  donor.  All  other 
pledges  for  contributions  are  re- 
corded as  public  support  as 
received. 

Restricted  funds  may  be  utilized 
only  in  accordance  with  the  specific 


purposes  established  by  the  external 
source  of  such  funds. 

The  building  and  equipment  fund 
is  used  to  account  for  the  net  invest- 
ment in  fixed  assets.  Depreciation 
and  amortization  is  provided  over 
the  estimated  useful  lives  of  the 
respective  assets  on  a straight-line 
basis. 

No  amounts  have  been  reflected  in 
the  combined  financial  statements 
for  donated  services  inasmuch  as  no 
objective  basis  is  available  to 
measure  the  value  of  such  services; 
however,  a substantial  number  of 
volunteers  have  donated  significant 
amounts  of  their  time  in  the 
Foundation’s  program  and  support- 
ing services. 

Direct  costs  of  special  events, 
representing  the  costs  to  the  Found- 
ation of  goods  or  services  purchased 
from  others  (such  as  theatre 
tickets)  and  provided  to  partici- 
pants in  exchange  for  a contribution 
of  an  amount  greater  than  such 
costs,  are  accounted  for  as  a direct 
reduction  of  the  proceeds  from 
special  events. 

Allocations  of  certain  expenditures 
to  more  than  one  functional  expense 
classification  in  the  combined  state- 
ment of  functional  expenses  are 
based  on  management’s  estimates 
of  the  benefits  derived  from  such 
expenditures.  While  such  estimates 
are  not  susceptible  to  precise  de- 
termination, management  believes 
the  allocations  resulting  from  such 
estimates  are  reasonable. 

Unrestricted  funds  designated  for 
research  purposes  may  be  returned 


to  undesignated  unrestricted  current 
funds  balance  at  the  discretion  of 
the  Board  of  Trustees. 

(2)  Pledges  Receivable 

Pledges  for  contributions  sum- 
marized by  year  in  which  due  at 
June  30,  1978  are  as  follows: 


Amount  due 

1979 

$110,000 

1980 

110,000 

1981 

105,000 

1982 

5,000 

1983 

5,000 

$335,000 

(3)  Research  Programs 

Research  in  retinitis  pigmentosa 
sponsored  by  the  Foundation  is 
conducted  at  the  Berman-Gund 
Laboratory  of  the  Massachusetts 
Eye  and  Ear  Infirmary  and  at  cer- 
tain other  research  facilities  in  the 
United  States.  The  Foundation  pro- 
vided approximately  $221,000  for 
the  construction  of  and  the  pur- 
chase of  equipment  for  the  Berman- 
Gund  Laboratory  in  1975  and  helps 
support  the  operations  of  the 
Berman-Gund  Laboratory.  Such 
support  approximated  $59,000  in 
1978  and  $174, 000  in  1977. 

As  of  June  30,  1978,  the  Board  of 
Trustees  has  designated  unrestricted 
current  funds  of  $265,327  to  be 
used  for  the  future  operational  sup- 
port of  the  Berman-Gund  Labora- 
tory and  $674,387  to  fund  other 
specific  research  programs.  Approx- 
imately $565,000  of  the  designated 
funds  is  expected  to  be  expended 
within  the  next  year. 
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■ Volunteer  Information 
Resouree  Centers 


RP  Foundation 
Chapters 


Name 

Allen town-Bethlehem-Easton  Chapter 

Atlanta  Chapter 

Baltimore  Chapter 

Birmingham  Chapter 

Bronx-Westchester  Chapter 

Brooklyn  Chapter 

Central  Florida  Chapter 

Central  Virginia  Chapter 

Chicago  Chapter 

Cleveland  Chapter 

Connecticut  Chapter 

Corpus  Christi  Chapter 

Dade-Broward,  Florida  Chapter 

East  Kentucky  Chapter 

Greater  Washington,  D.C.  Chapter 

Indianapolis  Chapter 

Lee-Collier,  Florida  Chapter 

Long  Island  Chapter 

Los  Angeles  Area  Chapter 

Manhattan  Chapter 

Massachusetts  Chapter 

Michigan  Chapter 

Mid-Shore  Maryland  Chapter 

Milwaukee  Chapter 

Mobile  Chapter 

New  Jersey  Chapter 

New  Orleans  Chapter 

Northeast  Colorado  Chapter 

Orange  County,  California  Chapter 

Philadelphia  Chapter 

Phoenix-Tucson  Chapter 

Piedmont,  N.C.  Chapter 

Puget  Sound  Chapter 

Rhode  Island  Chapter 

Saginaw  Valley  Chapter 

St.  Louis  Chapter 

San  Diego  Chapter 

San  Francisco  Bay  Area  Chapter 

S.C.  Blue  Ridge  Chapter 

Southern  Nevada  Chapter 

Southwest  Florida  Chapter 

Staten  Island  Chapter 

Utah  Chapter 

West  Tennessee  Chapter 


Address 

3550  Rocky  La.,  Easton,  PA  18042 

6505  Pleasantdale  Rd.,  Atlanta,  GA  30340 

7408  Brompton  Rd.,  Baltimore,  MD  21207 

P.O.  Box  7854,  Birmingham,  AL  35228 

P.O.  Box  309,  Riverdale  Sta.,  Bronx,  NY  10471 

RPF  P.O.  Box  350,  Ryder  Sta.,  Brooklyn,  NY  1 1234 

6227  Luzon  Dr.,  Orlando,  FL  32809 

P.O.  Box  46,  St.  Stephens  Church,  VA  23148 

1350  Asbury  Ave.,  Winnetka,  IL  60093 

6217  Mariana  Dr.,  Parma  Heights,  OH  44130 

30  Virginia  Dr.,  Easton,  CT  06612 

Rt.  1,  Box  251-F,  Ingleside,  TX  78362 

RPF  P.O.  Box  4652,  Hialeah,  FL  30014 

Rt.  1,  Box  125,  Whitesburg,  KY  41858 

6021  Neilwood  Dr.,  Rockville,  MD  20852 

RPF  Box  40565,  Indianapolis,  IN  46240 

227  Cypress  Way,  Naples,  FL  33940 

RPF  P.O.  Box  29,  Syossett,  NY  1 1791 

RPF  P.O.  Box  RP  900,  Woodland  Hills,  CA  91365 

224  E.  7th  St.,  New  York,  NY  10021 

834  Winter  St.,  Hanson,  MA  02341 

RPF  P.O.  Box  626,  Bloomfield  Hills,  MI  48013 

R.  1,  Box  97,  Church  Hills,  MD  21623 

4309  W.  Ramsey  Ave.,  #23,  Greendale,  WI  53129 

1018  Woodside  Dr.,  E.,  Mobile,  AL  36608 

12  Nassau  St.,  Princeton,  NJ  08540 

P.O.  Box  73686,  Metarie,  LA  70033 

1801  Grant  St.,  Apt.  208,  Denver,  CO  80203 

1598  Gatewood  Ct.,  Brea,  CA  92621 

2033  E.  Arizona  St.,  Philadelphia,  PA  19125 

847  W.  Fairmont,  Phoenix,  AZ  85013 

44  Kemp  Rd.,  E.,  Greensboro,  NC  27410 

P.O.  Box  359,  Kirkland,  WA  98033 

P.O.  Box  1014,  Hope  Valley,  RI  02832 

P.O.  Box  1833,  Saginaw,  MI  48605 

8904  Wilford  Ct.,  St.  Louis,  MO  63134 

P.O.  Box  153,  National  City,  CA  92050 

P.O.  Box  22668,  San  Francisco,  CA  94122 

35  Conway  Dr.,  Greenville,  SC  29607 

P.O.  Box  2070,  Henderson,  NV  89015 

P.O.  Box  15473,  Sarasota,  FL  33579 

35  Tynan  St.,  Staten  Island,  NY  10312 

1038  Oakhills  Way,  Salt  Lake  City,  UT  84108 

2886  Clearbrook,  Memphis,  TN  38118 


Telephone 

President 

215-252-0322 

Donald  James 

404-448-6976 

Butch  Garner 

301-265-7474 

Hersch  Levin 

205-967-9853 

Rick  Dodd 

914-472-6644 

Louise  Boardman 

212-434-1045 

Helen  Davis 

305-859-8899 

Worth  Dalton 

804-769-2260 

John  Trageser 

312-337-0635 

Rex  French 

216-886-2489 

Dorothy  Naugle 

203-374-3303 

Murray  Klein 

512-776-7628 

Ruth  Ann  Geer 

305-651-9699 

Edward  Kass 

606-633-2856 

Marie  Day 

301-881-3776 

Jack  Gould 

317-271-7762 

Janet  Siakotos 

813-597-4895 

Rebecca  Wallace 

516-484-0830 

Florence  Tonelson 

213-992-0500 

Helen  Harris 

212-861-2993 

Gloria  Clark 

617-826-6358 

Barbara  Goodenough 

313-624-3252 

Michael  Mackay 

301-556-6124 

Kathleen  Taylor 

414-421-7964 

Connie  Bubnich 

205-344-0897 

Thomas  Wilson 

609-924-8034 

Lura  Gund 

504-888-4332 

Ann  Ashton 

303-839-1619 

John  Bear 

714-738-0862 

Mary  Casper 

215-739-8042 

Susan  Clardy 

602-246-4032 

John  Barkley 

919-852-0847 

Marilyn  Chilton 

206-634-1606 

Mary  Mohrman 

401-539-8431 

Bob  DiDomenico 

517-753-5918 

Thomas  Ryan 

314-521-1532 

Bridget  Shields 

714-477-5440 

Julia  Groves 

415-664-3755 

Stephen  Brander 

803-233-9935 

Jake  Green 

702-565-8604 

Linda  Neven 

813-955-3381 

Ray  Ketchum 

212-948-5019 

Jack  Wertling 

801-582-0812 

Suzanne  Goldsmith 

901-362-8765 

Mike  Melton 

24 


Bequests 
...A  Legacy  Of  Life 


Bequests  of  all  sizes  help  make 
possible  the  research  and  educa- 
tional activities  of  the  RP  Founda- 
tion. The  Foundation's  record  of 
careful  management  insures  the 
enduring  usefulness  of  funds  en- 
trusted to  its  care.  You  can  assure 
the  Foundation  of  continuing 
financial  support  by  using  the 
following  bequest  form. 

“1  give  and  bequeath  to  the 
National  Retinitis  Pigmentosa 
Foundation,  Inc.,  a corporation 
organized  under  the  laws  of  the 
State  of  Maryland,  the  sum  of 

dollars  for  its  corporate 

purposes. " 

Like  all  other  gifts  to  the 
Foundation,  bequests  by  will  of 
money,  securities,  a house,  other 
real  or  personal  property,  the 
residue  of  an  estate,  or  any  part  of 
it  are,  of  course,  tax  deductible. 
Before  a donor  makes  a gift  of 
substance,  he  should  consult  his 
attorney.  You  may  also  write  to 
the  Foundation: 


Staff: 

Dennis  L.  Hartcnstine 
Executive  Director 
Eve  B.  Scheffcnacker 

Manager  of  Affiliate  Operations 
Sharon  C.  Wible 

Manager  of  Human  Services 
Programs 
Pam  Davis 

Field  Representative,  S.E.  Region 
Esther  Faingold 

Chapter  Manager  (S.F.  Bay  Area) 
Marcia  Moss 

Administrative  Assistant 
Bonnie  Capitman 
Bookkeeper 
Lenore  Rotter 
Secretary 
Jane  Engle 
Secretary 
Shirley  Strauss 
Secretary 
Fran  Metheny 
Secretary 
Lauren  Procter 

Part-Time  Bookkeeper 
Jack  Madden 

Volunteer  Lions  Liaison 


Are  you  registered? 

If  you  have  retinitis 
pigmentosa  or  another 
retinal  degenerative 
disease  and  have  not 
completed  the  National 
Registry  Form,  please 
cut  out  the  card  below, 
check  the  appropriate 
box  and  return  to  the  RP 
Foundation. 

The  Registry  is  important 
in  helping  the  Foundation 
gather  statistical  data  to 
better  understand  these 
diseases.  All  information 
is  confidential. 

For  more 
information  . . . 

about  the  Foundation  and 
retinal  degenerations,  cut 
out  the  card  below,  check 
the  appropriate  box  and 
return  to  the  RP 
Foundation. 


National  Retinitis  Pigmentosa 
Foundation,  Inc. 

8331  Mindale  Circle 
Baltimore,  Maryland  21207 

301-655-1011  

Cut  Here  and  Enclose  in  Tribute  Enrelope  on  Page  12. 


Your  contribution  to  the 
National  Retinitis 
Pigmentosa  Foundation. 
Inc.  is  tax  deductible. 


□ Send  Information  on  ITT  Night  Vision  Aid 

□ Send  a Confidential  Registry  Form 

□ Send  Additional  Information  on  RP  and  other  Retinal  Degenerative  Diseases. 

If  you  wish  additional  copies  of  the  Annual  Report  for  your  personal  distribution,  please  indicate 
the  number  here: 

Name  

Address  

City 

State Zip  


is  going  blind. 

I would  give  him 
my  own  eyes, 

if  it  would 
l do  any  good. 


RP  Foundation 

8331  Mindale  Circle 
Baltimore,  MD  21207 
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